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ABSTRACT

This research studied the various demands on
caregivers of adult family members diagnosed with

traumatic brain injury (TBI), including behavioral issues

that interfere with in-home care. The aim was to study
caregivers' experiences and behaviors associated with
quality in-home care on both a positive and negative

dimension. Twenty-nine primary caregivers aged 18 years

and older responded to a self-report survey. A 45-item
quantitative mail-in questionnaire was collected to
explore caregivers' perspectives related to long-term

care issues. The outcome of this study found a
correlation between the family caregivers' experiences,

behaviors, and the TBI family member's behaviors that

affects the family unit. In addition,

the results

indicated caregivers who participated in the study

revealed positive and negative reactions to providing

long-term in-home care to a TBI family member. The
findings of this study revealed there is no difference in

the negative experiences imposed on caregivers of TBI

recipients and measured variables that indicate combative
behaviors by disabled relatives interfere with in-home
quality care. Future research is recommended to emphasize
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on the contributing factors and governing policies for
family caregivers,

including strategies to improve in-

home care for long-term disabled TBI family members.
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CHAPTER ONE

INTRODUCTION

In-home care may be a rewarding experience or

disappointing for the caregiver (i.e., parent,

adult child,

sibling, or extended-relative)

spouse,

who provides

long-term care for a disabled family member (DFM). This

is because family caregivers of adults with traumatic
brain injury (TBI) have experienced various contributing
factors that have been both a challenge and benefit for

being available for a loved one who requires numerous
long-hours of care and attention. Individual families
have encountered different emotional connections as they

expressed feelings of being obligated and responsible for

the healthcare of the disabled family member.
Family caregivers come forth for many reasons. One

main reason is to ensure their disabled family member

received the proper healthcare,

services, and support.

When a disabled relative is totally incapacitated with a
mental impairment that has caused a long-term disability,
such as a severe brain injury, paraplegic condition,

of life independence,

lack

and/or the loss of ability to use

body extremities, family members were compelled to step
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forward. However, some family caregivers have struggled

with making a decision to remain as an in-home caregiver
or institutionalize the disabled adult.

Problem Statement

For families,

caregiving proposed a threat to

psychological well-being. Caregivers often experienced

multiple challenges,

i.e., lack of support, allegations,

self-care management, lack of TBI education, exhausting
hours, no respite, etc. Family providers are not fully

aware of the liability aspects involved in long-term
in-home care. In the development of this research,

there

appeared to be a lack of evidence in social work practice

that recognized serious factors that affect caregivers'

ability to perform compassionate care and daily
assistance to a disabled family member who has suffered

from traumatic brain injury and is completely
incapacitated.

Family caregivers have experienced hostility and
degrading behaviors from loved ones diagnosed with TBI.

Some caregivers felt uncomfortable with the dysfunctional
behaviors they frequently encountered (e.g., aggression,
depression, personality changes, and inappropriate
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language) as a care-provider. People with TBI often
display chronic confusion and combative behaviors.
Tateno, Jorge, and Robinson (2003)

assessed aggressive

behaviors in TBI patients, which lead them to determine,
Associations between TBI and neuropsychiatric

disorders have been recognized for many years.

Aggressive behavior is one of the most socially and
vocationally disruptive consequences of these
neuropsychiatric disorders. Aggression endangers the

safety of patients, families, and caregivers. It may

prevent patients from receiving the care that they
need and disrupt their rehabilitation process.
(p. 155)
This, perhaps may be a way of the disabled person

seeking attention or the behavior could possibly be a
normal reaction simply because of the severe impact and

trauma to the brain. For this reason, neuropsychiatric
research studies indicated,

"anger attacks has been

reported to be associated with a dysfunctional
serotonergic system" in patients who suffer from

traumatic brain injury (Tateno, Jorge, & Robinson,

2003,

p. 159). In other words, hostility and anger attacks may
be a disruptive behavior, which is part of the
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serotonergic dysfunction that affects a person with

moderate to severe TBI. In some cases,

the negative

behaviors might depend on the disabled individual and the
severity of his/her neurological-disability .
Neurobehavioral problems in TBI individuals may have

stemmed from etiological factors such as poor
psychosocial functioning, psychological impairments,

environmental circumstances, age factor, and quality of
caregiving interactions
Baguley,

(Tateno, Jorge, & Robinson,

2003;

Cooper, & Felmingham, 2006; Savundranayagam,

Montgomery,

& Kosloski, 2010). Neurobehavioral disorders

such as aggression and agitation towards family members
appear to be an ongoing clinical issue. According to
Tateno, Jorge, and Robinson (2003), violent and impulsive

behaviors are associated with major depression that
causes aggressive behavior, which is one of the clinical

features of the depressive disorders that follow TBI
(p. 159) .
Certain individuals with traumatic brain injury have

suffered from immediate and unwanted adjustments to their
psychological, biological, cognitive, and behavioral
well-being. According to Saout et al.

(2011),

11 percent

to 34 percent of TBI patients presented agitation or
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aggressive behavior, and these disorders can linger over

time and become chronic

(p. 260). In addition to the

long-term cognitive, emotional, and physical impairments
due to TBI,

limitations of daily-life activities affected

the person's self-image, coping strategies, and
ultimately,

their health-related quality-of-life ...

(Truelle, Koskinsen, Hawthorne, Sarajuur, Formisano,
Wild, et al., 2010, p. 1273). This, perhaps, could be

because TBI patients no longer have control or the

independence to be self-sufficient.
What remains equally important is there were many

factors within this social issue that should be
recognized and presented into the nationwide spectrum of

medical and social work practice that involve
understanding in-home caregivers' psychological

challenges, numerous burdens, and legal obligations with

mentally impaired patients who suffer from brain

impairing conditions. For instance, TBI patients who
suffer with poor memory, mood disturbance, delusions,

agitated behaviors, and depression, could possibly
transfer adverse dysfunctional attitudes onto the

caregiver. Under those circumstances, it also depends on
the closeness within the relationship between the
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provider and patient, as the result of adjusting to the

physical and psychological condition of the family member

with TBI.
Fleminger (2008) noted that the "severity of brain

injury will correlate reasonably well with the
development of cognitive impairment, personality, and
behaviour changes" in individuals with TBI (p. 124).

Subsequently,

this could eventually start a

countertransference process that slowly happens over
periods-of-time between the caregiver and person with

TBI. Therefore, a TBI person jnay experience fluctuating

psychological distress and long-term dysfunctional
behaviors that may play a factor in a caregiver's

performance.

Family is recognized as being the primary source of
care in almost any situation. This is mainly because
family is classified as being the first response team to
a crisis within the family unit. According to Sims-Gould

and Martin-Matthews

(2010)

family care and [in]-home

support are considered essential components of home-based

health care. Furthermore, very little is known about the
aspects of in-home

[care]

services that assist or hinder

family caregivers (p. 415). For instance, disabled adults
6

have required extensive services and care,

such as

counseling, physical therapy, transportation, and medical
treatment; not all family members are willing to
participate in the role and duty of such caregiving

services.
Numerous complications and/or struggles within the

family unit have often caused [excessive]

demands on

caregivers and patients (Deeken, Taylor, Mangan, Yabroff,

& Ingham, 2003, p. 923). Nonetheless, the majority of
caregiving issues have often affected the entire family
unit. As a result, some family caregivers were reluctant
to provide more caregiving duties, long hours, and often

experienced stressful turbulences and psychological

dilemmas more than others.
The Center for Disease Control and Prevention (2011)
(annual statistical data estimates) reports that 1.7
million individuals

(each year) sustain some form of

traumatic brain injury,

(CDC, 2011, para. 2). This could

be interpreted as an implication that more caregivers are
needed and/or this could be understood as, a reality that
thousands of caregivers are providing care to persons

with TBI. Hence, the 1.7 million TBI victims perhaps,
were unable to care for themselves due to their
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disability,

illness, physical constraints, lack of

mobility, and morbid characteristics. Therefore, with

the need for caregivers'

that being believed as true,

support is in great demand for TBI persons needing

assistance in daily living care.
Numerous families have formally accepted the role of

being a caregiver for a TBI family member, approximately
"65 million people,

29% of the U.S. population" may have

encountered a host of accusations, threats, mistreatment,

and oppressed behavior (NFCA,

2 012, para. 1) . On a

serious matter, legal representation (i. e., governing

law policies)

for caregivers must be considered based on

the various dilemmas and responsibilities that are of

major factors in providing caregiving services. Proactive
measures are seriously needed because caregivers'

livelihood, reputation, and status may possibly be in
jeopardy behind a false allegation made by a TBI person
with mental illness.

Under the principles of family caregiving,

"the law

has overlooked another equally important aspect of life

in American families: how these families actually
function in providing care"
Granted,

(Murray, 2008, p. 386).

federal and state policies in the context of
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family care should include laws that represent providers

and acknowledge the extent of family caregivers' roles
and duties.
Professional practitioners, medical specialists, and

society should be aware of the various complications that
a family caregiver may encounter as he/she provide
responsible care to the disabled family member. The

reason is that caregivers may not be completely aware of
the diverse transitions, psychological challenges, and
variety of emotional stages that involved taking care of

a mentally ill person.

This study of family caregivers of disabled adults
with traumatic brain injury and the legal risk factors

that could cause a decline in in-home care might bring
recognition to the underlining challenges and burdens

that interfered with the caregivers'

level of

functioning. In other words, once this empirical study

has analyzed the various obstacles and concerns that were
identified by caregivers who expressed personal dilemmas

that often interfered with their behavior, compassion,
and role etc.

(in the care of a TBI person),

these

characterized correlations revealed different viewpoints.
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Therefore, professionals may have many reasons to focus
on caregivers.

Deeken et al.

(2003) reported that caregivers who

have unmet needs and/or high levels of burdens "may be

impeded in their ability to function effectively,
including in their role as an ongoing support system for
the patients"

(p. 923). Hence, this could be a negative

impact that causes health issues and may possibly add

more stress on the caregiver. Society and governing
officials should be more aware and understanding about

the important position within caregivers7 approach,

background, and limits that perhaps pertain to constant
trials that overload caregivers and force them into an

unwanted state of psychological stress and/or physical

health problems. The emphasis here is reflected on
support and the possibility of interventions that protect
the caregiver as he or she provides care for their

disabled family member.
Vroman and Morency7s

(2011)

study revealed that

selected caregivers7 discussed their perceptions and
limitations in providing care to family members, through

said statements by caregivers that determined different
reasons and outcomes that concluded,
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"I do the best I

can"

(p. 22). These family caregivers' testimonial(s) may

apply to realistic yet unfortunate reaction to some
caregivers being passively exhausted and ready to give up

on providing in-home care to [disable]

adults.

This study examined the burdens, challenges, and
legal aspects, from the perspective of the family
caregiver. Furthermore,

the goal of this research

captured the essential factors previous literature and
researchers have defined as an increasing concern and

disruption for caregivers who may or may not hesitate to

provide in-home support services for an incapacitated

adult family member with a long-term disability that may

be associated with neurological disturbances and
behaviors.
Grage-Fox, Coleman, and Blancato (2001)

identified

caregiver support as a major policy issue in the state
capitols around the country (p.

12).

In addition, Murry

(2008) noted "what is missing from these policy
prescriptions is some recognition of, and support for,

the existing private infrastructure of care" in which
families

[provide]

care within the [home]

(pp. 412-413).

Thereby, expanding awareness of legal protection and
support for caregivers

(family or hired-help)
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in terms of

accommodations for in-home care, persons of TBI
recipients could perhaps keep the family relationship

strong, continue in-home healthcare services, and sustain

legal rights under moral duties and services for the
brain-injured individual. This specific study was
intended for society and policymakers (at macro and micro
levels)

to take notice of the involved psychological

stressors and contributing risk factors that may often
disrupt and limit family caregivers in providing

long-term in-home care.

Purpose of the Study

The purpose of studying caregivers of in-home care
is to identify difficult behaviors, experiences, and
psychological challenges that may have affected the

caregiver's quality of care and willingness to continue
long-term care in the home. The context of this social
issue was designed to bring recognition to the perplexed

social problems among adult caregivers, practitioners,

and policy decision makers. This issue is important
because not all professionals are aware of the various

emotional and psychological factors that influence
caregivers' perception of continuing care for a disabled
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family member. The issues with neurobehavioral disorders

displayed by TBI patients theoretically may have affected
family caregivers' well-being, which has caused some
caregivers to experience both positive and negative

behavior as he or she continue providing care.
In general,

the purpose of this study was to focus

on family caregivers who were not aware of dysfunction
behaviors, self-coping mechanisms, legal risk factors and

responsibilities that may be associated with personal
change(s)

in their lifestyle while providing care for a

combative TBI relative. Caregivers often lack necessary
resources, guidance, and support because of confinement,

dead-end assistance from others,

inadequate information,

and various existing barriers that interfere with the

duties of in-home care.
Family caregivers are often concerned about the
welfare of their disabled loved one more so than
recognizing their own psychological and emotional needs.

The main reason for this is one word,
instance,

"dependent." For

if a family caregiver experiences tension and

becomes overwhelmed, their inner feelings of obligation

to the disabled TBI person tends to become priority,
which might prevent a caregiver from managing personal
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self-care or even having a social life. Meanwhile,

some

caregivers stressed the importance of having a piece of

freedom. For instance, research conducted by Degeneffe,

Dunlap, Sung, Man, and Chan (2011)

revealed that

caregivers were demanding to be able to provide for their

own personal and emotional needs, to be actively involved

with other family members, and most importantly,

"to

receive accurate information from professionals"

(as

cited by Bishop et al., 2006).
Another aim for this study is to understand

caregiving within certain family cultures as a tradition
of values that are strongly supported by generations.

Some traditional family customs may actively involve
caregiving as more than an obligation,

identity, or a

role for a disabled loved one. Family caregiving in
minority cultures has a hierarchical status and demanding
structure, which may possibly be looked at as an honor of

respect for the elderly,or mentally impaired family
member. Family is presented as a principal of morals and

customs: traditions, rules, and norms. Nonetheless,
minority families rarely experienced caregiving issues,

burdens, and challenges that traditional family
caregivers may often encounter.
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Therefore, this study is expected to reveal the
integrity and commitment levels of the family member who
provides total care for a TBI patient who is
incapacitated and solely dependent on the caregiver(s)

in

the home (under current laws and policies) . One of many
family caregiving challenges is to conclude the

significant discrepancy of why some family caregivers
might consider shifting from in-home care to an
institutionalized care facility. Research on this issue

is limited in demonstrating social issues of caregivers

who provide daily assistance services to a disabled
family member diagnosed with traumatic brain injury.

Furthermore, the aim of this study is to provide social
work practitioners with insight into serious family
issues that may possibly cause long-term emotional and
psychological turmoil for the caregiver and entire family
unit.

Participants in this study will be asked to complete

a self-report quantitative questionnaire that is
specifically based on their perception and experience(s)

that involves providing in-home care services to a

disabled relative. Caregivers are asked to select an
optional answer that is closely related to his/her
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involvement or contributing factor(s), which could be

identified as a demand for in-home care. It is important

to have caregivers disclose their knowledge and personal
experiences involving in-home care, persons of TBI

behaviors, legal risk, and challenges to successfully

unfold hypothetical issues that may interfere with family
providers continuing long-term in-home care.

Significance of the Project for Social Work

This research is significant for the purpose of
educating clinical practitioners, to raise awareness of

legal protection for caregivers, to discuss possible
interventions, and to create policy changes in social

spectrum. This project is to alert policy makers,
society, medical practitioners, and social workers to

become familiar with the complexities of in-home care and
to embrace the significant challenges that prevent
caregivers from providing quality in-home care.

Reflecting back on the statistics from the Center
for Disease Control and Prevention (2011), TBI patient

care is on the rise and long-term care is in demand for
chronically ill individuals. The American Association of

Retired Persons

(AARP)

(2011)
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conducted a poll in

November 2010, of 1,616 people age 45 and older; in the

report AARP (2011) found nearly 75 percent of people
hoped to stay in their home as they age over time. As
baby boomers gracefully age in their life span, they are

unwilling to leave their home and often become resistant
to change (para. 8).

Therefore, social workers must be able to break down

the difference between unpleasant difficulties and/or

burdens that affect caregivers' of persons diagnosed with
traumatic brain injury. Caregivers of TBI recipients

should be educated about the serious psychological,
neurological behaviors that are associated with the
long-term care. In Knight, Devereux, and Godfrey (1998)

one woman revealed that,

"the assistance she most needed

was, to be told what to expect and where to go to for
help"

(p. 478). Caregivers want and need to be educated

about the care of their loved ones. There may come a time
when a family caregiver will make a tough decision to
place their disabled family member in a long-term care

facility; the primary caregiver often may not know where
to turn for help (Grage-Fox, Coleman, & Blancato,

2001).

Therefore, educating and training caregivers is vitally

important. Caregivers of patients diagnosed with brain
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trauma should be aware of various mental stressors when
providing in home care.

The practical model implemented in this research is

potentially to incorporate a combination of issues from
caregivers, and eventually,

link improved social work

practice to professionals in human services. Social work

practice must be implemented to assist the person in

their environment, and to prevent life-threatening

problems that may occur in the household for caregivers
and disabled TBI persons.
Furthermore, by implementing change in social work

practice, the existing problems will raise awareness to

all affiliates of human service, eventually. In reality,

society views professional social workers as experts in

providing interventions that protect the rights of all
constituents involved. Hence, skilled social workers can

advocate and educate constituents about the many reasons

why caregivers may provide poor interactions with their
disabled family member. In the wide-spectrum of macro and

micro interventions,

social workers should be

knowledgeable about legal protection and social justice

to prevent disengagement, to protect and provide
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'

solutions and techniques for caregivers who suffer from

mental and emotional grief.
In addition, social workers at all levels should be
knowledgeable about this particular social problem in

order to advocate for families by being in a position

that explores the many challenges and legal issues
caregivers encounter. Interestingly, government

officials, medical professionals, and clinical social
workers overlook the core problems family caregivers

battle while caring for a relative who has a severe brain
injury. Granted, legislators have attempted to rectify

the wide gap of additional services/programs that are

needed for long-term care. However,

there continues to be

a social problem in regards to the lack of legal

protection and funding to extend in-home care.
Caregivers, who provide in-home care within the

residence of the TBI recipient, may be unprepared for the
demands, medical needs, and psychological burdens that

come along with the role of being a primary caregiver.
Therefore, this research study will discuss:

(1)

the

psychological and emotional experiences that may prevent
caregivers from continuing long-term in-home care,

(2) caregivers' awareness of coping defenses, personal
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health and family relation morals, and (3) the dilemmas
that affect the quality of care being provided to an

adult family member diagnosed with TBI in connection with

aggressive behaviors.

Key Terms

In this study, readers are expecting to determine an
understanding of the specific key terms used. For

instance, caregiver burden, quality of care, emotional

abuse, self-reflection, protection, combative behavior,
and brain trauma are key terms used in this report.
•

Caregiver burden is defined as a multidimensional
level of experiences, psychological stressors,
indicators of depression, difficulties and

challenges

(Sales, 2003); the key word describes

what type of strain is on an individual and the

negative impact that affects a family member

and/or individual' s life.

•

Quality of care is defined as the type of service
and/or attention being administered;

this is a

descriptive perception of the primary caregiver's

types of attributes that is closely related to the
cause of the problem. It is the access,
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effectiveness, and outcome of inter-personal care

that individuals need and receive

(Campbell,

Roland, & Buetow, 2000). This key term describes
the individual caregiver's capability of combining

a compassionate response, a safe environment,
dedication, and continuum of care to the disabled.

•

Self-reflection is defined as an assessment of a

self-report on how caregivers recognize or
identify their difficulties in providing care. It

is the "extent of their caregiving activities"
(Sales, 2003, p. 35). It is how caregivers
perceive themselves in a manner that affects
personal, values, ethics, and norms.

•

Combative behavior is defined as an individual
(disabled adult) being uncooperative, vindictive,

violent, and/or manipulative as well as making
threatening remarks.

"Combative behavior is any

physically aggressive act that causes or intends

to cause hurt or damage to a person or object"

(Workforce Safety & Insurance, 2003). This key
term is meant to describe alternating patterns of

dysfunctional behaviors a TBI person displays.
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Brain trauma and/or traumatic brain injury (TBI),

is defined as an impaired condition that has

caused an individual to experience sudden physical
damage to the brain. Traumatic brain injuries can
affect a person's cognitive, physical, language,
and emotional overall health status

(Brain-truama.net, n.d.).
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CHAPTER TWO
LITERATURE REVIEW

Introduction
There is substantial literature that discussed the

important principles presented in family care. This

chapter examines the impact on family caregiving
regarding the experience, demands, and burdens that
surround the family unit, in-home care, and the
connection with TBI individuals. This section explains

barriers that involve quality care,

legal concerns, and

the theoretical frameworks used to conceptualize this

research.

Characteristics of Caregivers7 Distress
on In-Home Caring Demands

Empirical studies have shown evidence of various

significant causes of caregivers7 burden and
psychological effects related to health issues. However,

present-day literature explored family caregivers7
perception about the following: burdens, quality of care,
emotional abuse, self-reflection, legal protection,

combative behavior, and effects of traumatic brain injury
on the family unit.
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Family caregivers are individuals with multiple
roles and responsibilities for a disabled loved one who

receives assistance and support in the home. For

instance, Family Caregiver Alliance (2006)

defined

"family caregiver" as a broad term that refers to any

relative, partner, friend or neighbor who has a
significant personal relationship with,

and provides a

broad range of assistance for, an older person or an
adult with a chronic or disabling condition. These
individuals may be a primary caregiver and live with the

person receiving care (p. 5). Nevertheless, due to
overwhelming duties, numerous challenges, inadequate

protection, and high risk factors, caregivers of TBI
adult family members who are permanently disabled and
have neurological behaviors may be slowly steering away
from providing quality care in the home environment.

Although, providing care for a disabled relative may be a

rewarding and comfortable experience to some family

caregivers, others may perhaps feel overwhelmed with the

duties of being an in-home provider. Collins and Swartz

(2011)

speculate that the demand for family caregivers is

expected to rise by 85 percent in the next few decades

(p. 1309). To date care has been [labor]
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intensive (Fine,

2011). The quality of family caregivers' duties are

widely spread and perhaps the most difficult challenges
prevent caregivers from extending greater support to the
TBI because home-care work involves a- variety of work

with different levels of training and qualifications
(Sims-Gould & Martin-Matthews, 2010, p. 415).

Family care is a major concern since more disabled

people require in-home support and want quality care from
family members at home. According to the Family Caregiver
Alliance (2006), an estimated 10 million Americans need

in-home care (as cited in Ibid). Furthermore, the

National Health Statistics Reports by the U.S. Department

of Health and Human Services

(2011) proclaims,

"by 2050,

an estimated number of [adults that may require in-home]
long-term care would be more than 27 million"

(p. 1).

In future years, anticipation for additional
caregivers could be in demand because the majority of
individuals with severe disabilities may perhaps, require

in-home health aide service in order to remain in their
home. According to the National Health Statistics Reports

by the U.S. Department of Health and Human Services
(2011),

this information is alarming news because the

report reflects that an expected increase for aide and
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attendants (in the upcoming years), can reach as high as
"1,382,000, by 2018"

(p. 2). The National Alliance for

Caregiving (2009) estimates that nearly 66 million
caregivers are in the U.S. and this specific population

continues to grow with demands and challenges

(NAC,

para. 2).

Caregivers' Perspectives on Burdens that
Interfere with In-Home Care

Over time, in a reflection to the challenges and
demands, the caregivers' burden syndrome might happen

when caregivers start to identify obstacles that prevent

them from feeling free to provide quality services to a
disabled family member in the home environment. In any
consequence, politicians and clinicians have yet to

recognize the hardship experienced by many family members
after they assume the role of caregiver for a loved one

who has incurred a traumatic brain injury. Because
clearly, research only reports, what caregivers

experience and/or express; it is not until an individual
has actually provided care for a combative adult with
traumatic brain injury, when one can sincerely report

what has been witnessed and heard (Rivera, Elliott,
Berry, Grant, & Oswald, 2007).
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Accumulated evidence within this literature
indicated that caregivers are at higher risk for
depression, anxiety, health issues, and a host of

different factors such as personal challenges,
self-recognition of burdens,

the quality of care that is

compassionately given between caregiver, and the TBI

family member. Vangel, Rapport, and Hanks

(2011) proclaim

research endeavors have identified factors that are a
contribution to caregivers' experience. Partial

indications of these factors related to the TBI
survivor's neurobehavioral disturbance, the burden of

care, the loss of social connections, and the disruption

of common patterns of behavior, which related to the
caregiver's stressors and functioning (Vangel et al.,

p. 20) .

Though some caregivers may deeply express their

burdens, difficulties, and limitations about caring for a
disabled relative, some spectators perhaps may wonder who

is really feeling the pain because TBI victims are the
persons who suffered the trauma. Nonetheless,

caregivers

are the ones who take on various burdens, duties, and

responsibilities as their life-style slowly change. In
reality,

some caregivers have shared guilt and compassion
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for a family member with moderate to severe TBI because
he/she had lost feelings of hope, the ability to be

independent, and lack self-awareness, which are essential

survival skills. In the same token, a few researchers

have been successful at describing the issues that may
affect caregivers in a more objective form, such as mood
swings, disturbance in behaviors, emotional triggers,

depression, and anxiety.

According to Sales (2003) research, burden is "a

consequence of impairment (in sociability, disruptive
behavior, cognitive incapacity, activities of daily

living (ADL)

impairment) with different consequences for

different impairments"
1984). For example,

(as cited by Poulshock & Deimling,

if the disabled relative demonstrate

signs of hopeless, helpless, and is disruptive, the
caregiver's social interactions and private time are

likely to be more limited because of the TBI person's

impairment(s). Sales

(2003) further proclaimed,

"Others

have attempted to identify the types of burdens

associated with specific illnesses"

(p. 35). As a result

of previous studies on "caregivers' burdens," a large

contingent of researchers' analysis identified
multidimensional perspectives and definitions on the word
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"burden" which is simply classified as "clinically

significant levels of distress"

(Stebbins & Pakenham,

2001, p. 179).
Vangel, Rapport, and Hanks

(2011)

indicated that

family systems theory predicts that TBI is conceptualized

as the stressor while the family members" behavior and
overall health is conceptualized by the influenced
reaction and characteristics of the TBI person (p. 21). A

caregiver may become guilty or even grieve behind

different emotions they may experience. According to
Senelick (n.d.),

"anger,

frustration, and sorrow are

natural emotions for close relatives of brain-injured
patients"

(p. 169). Therefore, further discussion in this

research serves as a substantial reason to expand on the

existing psychological challenges and burdens caregivers
constantly experience in their role.

Legal Concepts in Family Caregiving

Perhaps, studies about laws that protect family
caregivers should be equally important when disputes and

misunderstandings involve family relations and equal

opportunity. Primary caregivers of an adult family member
who has TBI, combative behaviors, and is totally
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incapacitated,

should seek legal protection, proper

training and critical information from medical clinicians

and government agencies because a caregiver could

potentially be charged with allegations of abuse,

neglect, or harm by a TBI recipient who is protected by
the disability laws. Often, a disabled family member's

combative behavior may cause emotional distress on
caregivers; and in return,

there is a possibility that

the adult caregiver may avoid interaction with the
disabled person. A person with TBI may be delusional and

scream "abuse" or become easily agitated because of the

lack of attention or demanding expectations, perhaps to
have some form of control in any given situation due to
lack of independency.
Felmingham (2006)

For example, Barguley,

Cooper, and

found that an estimated, 25% of TBI

survivors demonstrate significant levels of aggression
(p. 54).
In contrast, a study previously conducted by Tateno,

Jorge, and Robinson (2003) revealed a higher level of
aggression in TBI patients. Approximately 37% of TBI

patients demonstrated significant aggressive behaviors.
The methodological limitations focused on a particular
population, and certain TBI patients were excluded from
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the study. Nevertheless, Tateno et al.,

(2003)

research

results appeared to be consistent with studies that

identified TBI patients as violent and impulsive with

abnormalities such as anger attacks and dysfunctional
behaviors (pp. 158-59). Furthermore, Swiercinsky (1987)
provided readers with a brief description and

understanding about persons of TBI unconscious behaviors.
Some characteristics of head-injured individuals are
impulsive, constant talking, quick temper, and lack of

self-control; and coming to terms with a mental
disability is psychologically demanding for family
caregivers as it is for the head-injured person (p. 30).

For that reason,

law advocates and caregivers should

consider fighting for legal protection because TBI
individuals with severe neurological behaviors and
demands, consequently, might cause psychological

stressors and jail time for the caregiver.

Therefore, family caregivers of adults with
long-term disabilities and TBI appear more likely to

experience overwhelming stressors and challenges when
in-home care is involved. Furthermore, such complicated
factors may lead many primary caregivers towards making a

harsh decision to separate from disabled loved ones.
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Gaugler and Teaster (2006) clearly stated,

"caregiving

has a number of long-term effects on families and their

disabled care recipients." This is considerably evident
considering that various transitions may possibly occur,
such as "assumptions of care responsibilities,

institutional, and bereavement"

(p. 145).

In fact, the distinction between the contributing

factors and psychological encounters to this critical
issue identify reasons that multidimensional challenges

and caregiver's personal presumptions may often play a

significant part in the caregiver relinquishing full
responsibility and care of a disabled family member when

legal risk factors are high. A study conducted by
Dillenburger and McKerr (2010)

stated,

"more emphasis has

been put on the views, rights, and experiences of people
with disabilities and their families"

(p. 30). In terms,

in-home care could potentially be a legal risk factor
that possesses a threat to the family unit, psychological
well-being, and safety of caregivers of adults with brain

trauma.

Nonetheless, laws that aim to protect caregivers and
individuals with disabilities are neither well known nor

widely applied (as cited by Robinson & Williams, 2002;
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Dillenburger & McKerr, 2010, p. 30). In addressing

caregivers' legal concerns and personal rights,

some

researchers recognize the importance of "human rights"
and the need to make policy makers more conscious of the

high stress levels and risk factors caregivers suffer.
All the same, caregivers may perhaps continue to perceive
their burdens, self-reflection, and the quality of care

as an adjustment to life changing challenges regardless
of their role. Meanwhile, other caregivers appeared to be

predisposed to experiencing higher levels of emotional

strain regardless of how their caregiving duties are
objectively defined (Rivera, Elliott, Berry, Grant, &

Oswald, 2007) .
Marks

(1998), pointed out the important principle in

providing care to a disabled person who has a chronic

medical condition such as neuropsychological behaviors
associated with TBI,

can cause enormous amount of

psychological stress and additional factors that relate
to difficult burdens, poor personal health, and
self-reflection (p. 951).

In addition, caregivers who encounter years of
emotional abuse from a disabled family member are perhaps

more inclined to eventually strike back at the care
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recipient,

(but not intentionally). For instance, a

caregiver may use harsh verbal tones when speaking to the
disabled person and/or may become withdrawn and neglect

the individual by avoiding him or her. Subsequently,

fear

of not knowing how to respond or what to do due to an
unfavorable or unpredictable behavior(s) may be a start

of, or contributing reaction to destroy family ties

between caregiver and the disabled family member
(Swiercinsky, 1987, p. 30). Adult caregiver duties are
multi-dimensional such as domestic choirs, transporting,

grooming, preparing meals, etc., and life events, which
can lead to a negative impact and change in a caregiver's

character, which also wears the persistence away from
desired elements of self-concept.

linkages, stress is aroused"

"Through this set of

(as cited in Pearlin,

Mullan, Semple & Skaff, 1990; Gonyea, Paris & Zerden,

2008, pp. 560-61).

State and local governments provide an enormous
amount of information and resources for victims of
various disabilities,

which include persons of TBI. In

the study conducted by Grage-Fox, Coleman, and Blancato
(2001),

the government initiated an amendment to current

federal funded programs and policies that was expected to
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provide additional funding for "home and community-based

care, educational programs, and expansion on respite and
adult day care programs" for person of disabilities and

their family caregivers (p. 1). However, regardless of

what was expected from the legislation reported by
Grage-Fox et al.,

(2001)

to date,

issues with in home

long-term care and legal coverage for caregivers still
exist because legislators reports on family caregiving

appear to lack to the importance of protection and the

significant issues that impact caregivers" livelihood.
In general,

(Laws)

state and local agencies recognize

that protect TBI individuals under the American

Disability Acts (ADA), which was first initiated into a
law by the U. S. Congress in 1990, and signed by

President George H. W. Brush (Wikipedia,
encyclopedia,

the free

2012). The ADA law protects persons who

have mental health issue, rather than a social or

personal issue because TBI victims have a great demand

for ADL services, caregiver assistance, and injuries that
qualify the disabled adult to be protected at all

circumstances. Furthermore, government and human service
agencies offer support and interventional programs to

those diagnosed with mental illness and long-term
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disabilities. However, it is unfortunate,

that minimum

information about caregivers who suffering from different
psychological and emotional stressors

(associated with

burdens and challenges) need proper education and
protection in the specific basis of in-home family

caregiving duties, which should be equally important to
the U. S. Congress. Not to mention,

there are hardly any

laws that fully protect family caregivers who provide
quality care for mentally impaired individuals.

Theories Guiding Conceptualization

In this study, several theoretical concepts relate
to this social problem in relation to an individual's

human behaviors and experiences. Behavioral theory is a
concept that explores psychological events...in terms of

observable behavior and its associations with
environmental stimuli and occurrences"

(Angell,

2008,

para. 2). This particular theory is most likely utilized
to understand issues that affect the human primary

intentions, behavior(s), and problems.
Family systems theory incorporates the "principles

of human beings

[that perhaps]

are inherently social, and

it views human behavior as organized by the relationship
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patterns that connect people to one another"

(Lessor &

Pope, 2011, p. 126). Furthermore, Lessor and Pope (2011)
described family systems theory as a family system that

adheres to several influential behavioral rules, values,

functions, and sociocultural context as a unit (Lessor &
Pope, 2011, p. 127). For instance, the actions,

communications, and feelings of each family member
typically influence those of other family members, as a
whole

(Kreutzer,

Stejskal, Ketchum, Marwitz, Taylor,

&

Menzel, 2009, p. 538). Another theoretical view to

consider would be role identity theory, because
caregivers develop roles according to their social

environment and experiences. Marks
simplifies role identity theory as,

(1998)

study

"when a person

assumes any social role, he or she internalizes the
socially constructed behavioral expectations associated

with that social position"

(p.

952). With this in mind,

in-home caregivers of TBI recipients potentially assume

many roles within the home setting.
In addition, according to Montgomery and Koslosk

(2009), a description for identity theory is simplified

into a series of transitioning challenges caregivers
encounter, which stems from pre-existing relationships
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such as a husband, wife, daughter, or son etc., as a

given career that inevitably simply falls into familial
roles over a period of time

(p. 48).

An additional theoretical concept utilized in this

study is psychodynamic theory, which is often used as an
"umbrella term to explain a wide range of theories
as drive theory, object relations,

(such

self-psychology,

and

interpersonal theory to name a few) and techniques to
treat individuals with unconscious mental

[impairments]"

(Werkmeister-Rozas & Grady, 2011, p. 211).

In addition, Gallaop and O'Brien (2003) explored
Freud's

(1938/1965)

theoretical perception of

(psychodynamic theory)

the "unconscious mind." This

theory helped researchers to realize that all behaviour,

wishes, aspirations,

loves, hates, and decisions are

influenced by feelings, motives,

and connection concepts

(p. 214). In other words, relationships within the family
origin involve various life emotions and actions.

In sum, caregivers may often experience issues with
their health because of overwhelming care demands.

Therefore, health behavioral theory is an important
theory, which discusses the internal and external cares

and measurable outcomes in people who encounter personal
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situations.
al.,

In the words of Painter, Borba, Hynes,

et

(2008), one logical explanation for health

behavioral theory is broadly defined as "the actions of
individuals, groups, and organizations, as well as the
determinants,

correlates, and consequences, of actions,

that include social change, policy development and
implementation,

quality of life"

improved coping skills, and enhanced

(as cited in Parkerson, Connis,

&

Broadhead, et al., 1993; Painter et al., p. 359).

Perhaps, health related issues that affect in-home
caregivers internalize some of these concepts. Each

summarized theory reflects caregiving in different
elements,

thereby, sequentially associating the role of

caregivers, the behavior of disabled family member,

and

the multidimensional levels of burdens may well be a
correlation of numerous factors that elevate the key

subject matter.

Therefore, the context of behavioral theory, role
identity theory, health behavior theory, and
psychodynamic theory are theoretical views identified (in

this study), specifically to address issues among family
caregivers who may or may not have experienced burdens,

challenges, social dilemmas, and dysfunctional behaviors
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with TBI disabled adults. In addition, these theoretical

views emphasize negative and positive variables that are

significant components of in-home long-term care.
However, more research is recommended on family

caregiving of TBI victims and the legal risk factors that

cause additional stressors, challenges, burdens, and/or

problems that may possibly involve caregivers' rights,
legal protection, and effective outcomes for dealing with
a TBI family member.

Summary

The literature review discussed implications for
social work practice and change in policy, which should
amplify the importance of the multidimensional roles of

caregivers. Furthermore, millions of caregivers are in

need of advocacy on legal protection against a combative

disabled adult family member, diagnosed with chronic
traumatic brain injury. As mention before, caregivers of

patients diagnosed with brain trauma should be educated
about the various burdens when providing in-home care.

The reason being, victims of TBI can exhibit mild,
moderate, or severe, disturbances and neurobehavioral

conditions that could require special attention,
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intervention, and homecare skills. Therefore,

education

and training is vitally important for family caregivers.
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CHAPTER THREE

METHODS

Introduction

This chapter presents information that guides the

primary aim of the research design and methodology. The
study provides an instrument that is utilized to identify

caregivers' difficult challenges and emotional problems

that significantly interfere with long-term care of TBI
care recipients in the home. This chapter defines the
study design,

sample, the procedures, collecting data,

data analysis, and safety for individual subjects.

Study Design
The purpose of this study was to examine the

burdens, challenges, and legal risk factors associated
with the quality of care given to traumatic brain injured

recipients with long-term disabilities, by family
caregivers. This descriptive study explored and explained
related elements between care recipient and caregiver.

The design was a quantitative survey study. This method
was selected because it best serves as a structured way
of obtaining information from a (self-report)

systematic

random sampling (SRS) of individuals. By random
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recruitment of participants in the "caregiver"
population,

the collected data analyzed was to reflect

the similarities and differences in response to the

questions on the questionnaire instrument. In addition,
limited sample size may conflict with the interpretation

of statistical results. In other words,

small samples of

subjects may provide insignificant data effects, which

could be questionable.
The overall research goal is to group the

identifiable variables that specify psychological and
emotional burdens and/or social challenges that may

prevent caregivers from providing in-home long-term care,

for a disabled TBI adult family member.

Sampling

The population of caregivers involved in this study
included adult male and female participants of different

ages and race. Each human subject was required to be
eighteen years of age, and was able to consent to
participate in this study. Because of the nature and
theme of this study, caregivers of traumatic brain injury

persons were selected. They were considered as the
primary caregiver who mostly interacted with their loved
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ones and/or made decisions for the adult family member

diagnosed with TBI.
The sampling criterion was caregivers of adults with
mentally impairing condition. The main reason why these

particular caregivers were chosen was to test the
research questions about possibly risk factors that

involved in-home care. The sampling goal was to have at

least 45 to 50 primary caregivers of mentally impaired
persons to participate in this study. Hence, only 29
participants responded, out of 243 mailed-out survey

questionnaires that were sent to primary caregivers. This
study was not restricted on the length of time that care
was provided to a mentally impaired individual in order

for a caregiver to take part in this study.
The agency contacted was the Inland Caregiver

Resource Center (ICRC)

in order to gain access to human

subjects because this particular agency has direct
contact with the population of caregivers needed in this
research and serves as a resource for conveying the

questionnaire survey as well as utilizing pre-existing
data for the purpose of this research.
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Data Collection and Instruments
The data collected was in the form of a fifty-one

survey questionnaire (APPENDIX A), which included six
optional

(demographic) questions

(self-report)

(APPENDIX B). The

survey instrument was developed by the

researcher in an effort to obtain a clear understanding

about the nature of various responsibilities,

challenges,

and burdens that may occur in a family unit that provides

in-home care. In addition,

the data collected were

utilized to measure if there were any potential risk
factors

(i. e. health, emotional, psychological, and

legal) perceived by caregivers. This survey instrument

was designed because a standardized instrument was
non-existent.
The survey instrument contained questions that

involved the caregiver and his or her perception about
in-home care with a brain impaired disabled adult family

member (i. e. relationship connection,

interaction, role,

time factor, preference, dedication to providing care,
etc.). Participants had an option to answer (ordinal

measurement) questions as:

(1)

(3) neither agree or disagree,
(5)

strongly agree,

(2) agree,

(4) disagree, or

strongly disagree. Some of the self-reported
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questions required participants to choose an answer that
specified a frequency such as:

(2)

frequently,

(1) very frequently,

(3) occasionally,

(4) rarely, and

(5) never (ordinal measurement). The self-report
instrument was created for measuring and comparing data

based on pre-existing perception, experience,

and family

caregiving issues from the participants that consented to
this study.

Procedures

The data collected to conduct this research study

was gathered by surveying participants from the Inland

Care Resource Center (ICRC). In order to conduct this
study, permission from ICRC was obtained and granted.
Each human subject that participated was provided with a

consent form (APPENDIX C). Instructions on completing the
self-report survey were provided for the participants in

the beginning paragraph on the questionnaire form.
Participants were informed that the study was on a

volunteer basis and it was strictly anonymous. Each
participant had the option to withdraw from the survey at

any given time.

46

-Once the participants received the mail-in survey,
the instructions included that the questionnaire be
returned in the provided pre-labeled self-stamped
envelope that was addressed to the researcher.

Furthermore,

the participants were given a set date to

complete and return the questionnaire. The survey was
expected to take each participant approximately 20

minutes to complete. The researcher was completely in

charge of organizing and collecting the self-reported
mailed-in surveys.

Protection of Human Subjects

The importance of maintaining confidentiality and
ethical standards for human subjects was addressed in the

informed consent,

(APPENDIX C) which was provided to all

participants . The informed consent provided an

explanation about the research study, the non-obligation

to complete or participate in the study, and the reason

for this study. For further protection, each person was

instructed to acknowledge the consent by checking the
designated consent box. In protecting the human subject's

identity, no name or signature was required; thereby,

anonymity was completely secured. To preserve anonymity,
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each participant's survey questionnaire was placed in an
envelope inside a locked box.

A debriefing statement,

(APPENDIX D) was provided to

each participant to explain the nature of this study. The
statement provided contact information in the event of

any questions or concerns that should arise about the
research study. Once the collected data were entered into

the Statistical Package for Social Science (SPSS), and

once this research was completely finished, all surveys
were shredded and destroyed.

Data Analysis

The data analysis used for this study was

quantitative. Once all data were collected, a statistical
analysis was conducted in SPSS. The analyses used to

measure specific gender, age, ethnic, and relation status

involved the frequency, percentage, and average. In

addition, the bivariate statistical analysis simplified
the associations between the variables.

Summary

This chapter described the methodology in a detailed
outline, which consists of methods for sampling,

instruments, data analysis, protection for human subjects
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and procedures that involve collecting data for this
research study. Finally, the bivariate statistics and

univariate analyses used described variables and samples

demographics as a combination in relation to the research
for this study.
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CHAPTER FOUR

RESULTS

Introduction

This chapter provides an analysis of caregivers'

perspectives based on their involvement and in-home care
experiences with an adult family member diagnosed with a

traumatic brain injury (TBI). Furthermore, this chapter
interpreted the quantitative data used to describe the

demographics characteristics (e.g., marital status,
identified relation, and gender) associated with the

caregiver, TBI family member, and the complexities that
affect in-home care.

Data Presentation

The data collected were analyzed for the

characteristics of the sample of 29 participants in this

study, aged 18 years and above. The findings revealed
there are both male and female caregivers. Of the 97.3%

of females found to be caregivers, 48.3% reported being

related to the TBI person as the parent. The
participants' marital status revealed 31.0% of caregivers
were married. The results showed Caucasians

(55.2%) were

the dominant ethnic group for this study. The sample's
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age range was divided into five categories. The most
predominate age of participants who provide care were 60

years or above at 82.8%. The frequency results of the

participants' demographic characteristics are presented

in Table 1.

Table 1. Demographics of the Participants

Freq.
(N)

Characteristics
Gender
Male
Female
Age of Caregiver
18-20
21-29
30-39
40-49
50-59
60 or older
Ethnicity
White/Caucasian
Black/African American
American Indian or Alaskan
Asian
Bi-racial
Marital Status
Single
Married
Divorced
Separated
Widow
Relationship Status
Spouse
Parent
Sibling
Extended Relative
Friend
Other
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Percent
(%)

1
23

3.4
97.3

1
1
2
7
13

3.4
3.4
6.9
24.1
44.8

16
2
3
2
1

55.2
6.9
10.3
6.9
3.4

3
9
6
1
6

10.3
31
20.7
3.4
20.7

1
14
5
2
1
1

3.4
48.3
17.2
6.9
3.4
3.4

Table 2 shows the results of selected, questions from
the self-report questionnaire from the twenty-nine
participants that responded. There were ten-items on the

survey that measured perception levels about the disabled
family member's (DFM) combative behaviors. Psychological
challenges and behavioral issues were important variables

measured. Participants reported experiencing high and low

levels of mental and emotional behaviors displayed by

their disabled family member. Out of the twenty-nine
respondents, 41.4% strongly disagreed that the disabled

family member mentally and emotionally abused the
caregiver.

Over half

(55.1%) of participants either strongly

agreed or agreed that the DFM was appreciative of the
care that is provided to him or her, while 20.6% strongly

disagreed or disagreed. Another question asked
participants "how often does your disabled family member
make threatening comments?" Most (51.7%)

strongly

disagreed, while 10.3% occasionally experienced
threatening comments

(approximately twice a month).

Participants were asked to rate their experience

with frequency of physical abuse. A total of 55.2% never
experienced physical abuse from their DFM; however, 10.3%
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Table 2. Survey Questions Related to Disabled Family

Member Behavior
Freq.
(N)

Results

Percent
(%)

DFM combative behavior interferes
with quality care.
Agree
Neither
Disagree
Strongly Disagree

6
4
8
10

20.7
13.8
27.6
34.5

I receive respect from my DFM, as
the caregiver.
Strongly Agree
Agree
Neither
Disagree
Strongly Disagree

5
11
6
4
2

17.2
37.9
20.7
13.8
6.9

How often does our disabled
family member make threatening
comments?
Very Frequently
Frequently
Occasionally
Rarely
Never

1
2
8
2
15

3.4
6.9
27.6
6.9
51.7

I experience physical abuse from
my DFM.
Neither
Disagree
Strongly Disagree

3
9
16

10.3
31.0
55.2

How often does your DFM use
aggressive behavior towards you?
Very Frequently
Frequently
Occasionally
Rarely
Never

2
7
5
4
10

6.9
24.1
17.2
13.8
34.5
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reported occasionally (approximately twice a month)

encountering physical abuse as the caregiver.
When participants were asked,

"how often does your

disabled family member use aggressive behavior towards

you?" 31.0% reported very frequently (6.9%) and

frequently (24.1%). Refer to Table 2 for Survey Question

variable frequencies.
Additional questions on the survey show a

relationship between the respondents' experiences and
challenges with the disabled family member. Of the 29
respondents,

82.8% reported living with the disabled

family member, while 16 (55.2%) admitted to providing

long-term care. Nine (31.0%)
and 14

found time for themselves,

(48.3%) disagreed that they received assistance

with the DFM from others. Approximately 62.1% respondents
reported attending to the DFM most of the time. 22

(75.8%) agreed that the medical doctor informed the

provider about the DFM's care and condition. More than
half (51.7%) agreed they had experienced difficult
challenges providing care, while seven reported being

exhausted from long-term in-home care to the DFM.

In Table 3, Pearson Correlation Coefficients show
the significant associations found among the variables
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that were measured in this study. There was a negative
correlation between the caregivers'

enjoyment and the

DFM's combative behavior affecting the quality of care

The Pearson's correlation (r = -.48, p = .01, n = 28)
associated these two variables negatively, with medium

strength.

Table 3. The Correlation of Survey Questions

Enj oy

Combative Sad/Depressed Facility Stress

Enj oy

- .484
**

Combative

*
.511
. 741
**

Sad/Depressed

Facility

**
.685

Stress

Burden
*p < 0.05
**p £ 0.01

- . 775
**

**
.823

*
.466

The correlation between whether their "disabled
family member's combative behavior prevents... quality of

care" and being "sad and depressed about providing care
to my DFM" was r - .51

(p = .01, n = 28). This is a

strong positive correlation between the variables.

Another Pearson correlation revealed (r = .74,
p = .01, n = 28) a positive association between the
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variables "sad and depressed about providing care to my

DFM," and "I'd rather DFM be in a skilled nursing
facility." This correlation illustrates the two variables

are significant and strongly related.
There was a correlation between the variables
"disabled family member's combative behavior prevents...

quality of care," and feeling "overly burden and stressed

from providing long-term care." There was a positive
correlation between the two variables

(r = .47, p = .01,

n - 28) ,- these two variables appear to be strongly
related.

There was also a correlation between "stress causes

attitude and behavior change" and feeling "overly burden
and stressed from providing long-term care." There was a
positive correlation between the two variables

(r = .82,

p = .01, n = 29).
There was a negative correlation between the

caregivers' enjoyment and burden and stress from

providing long-term care. The Pearson's correlation
(r = -.77, p = .01, n = 29) associated these two

variables strongly.
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Summary

Chapter Four described the correlations between the
several measured variable; tables show results. An

interpretation of the Pearson Correlation analysis was

presented, which will be further explained in Chapter
Five.
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CHAPTER FIVE

DISCUSSION

Introduction

The final chapter of this .research report discusses

the results from the data that were collected for the
study. This chapter includes information about

limitations, and presents recommendations for social work
practice, policy, and research. In conclusion, a final

comment in relation to in-home care is intended to offer

a broader understanding for future change.

Discussion
The reason for this study was to assess and evaluate

the perceptions of individuals willing to continue
providing in-home care to recipients with traumatic brain

injury (TBI). The sample demographics revealed most
participants were Caucasian women approximately sixty
years or older. Most reported being married and were

related as the parent of the patient.

There were significant correlations between the
measured variables, which demonstrated that caregivers

sometimes encountered difficult challenges, behaviors,

and emotional experiences. The results support one of the
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questions for this study, which assumed that
psychological and emotional experiences might prevent
caregivers from continuing long-term in-home care. Out of

twenty-nine respondents 96.6%, reported positive or
negative levels of perception to the question that ask

about "mental and emotional abuse." Most respondents
strongly disagreed with the question. This variable

confirms that some caregivers experienced mental and
emotional abuse; however,

it may not be to the extent

that others may perceive. Quartz (2012) pointed out that
in the case of caregiver verses patient the "abuser" is

the loved one who requires the care (para. 10). The

findings suggest that most caregivers may not have
experienced mental or emotional abuse and they are most

likely satisfied with providing in-home care to a
disabled family member.

A number of respondents believe their disabled
family member appreciated the care and assistance being

provided to him or her. The downside to this finding is
that some participants strongly believed their DFM does
not appreciate the care they receive. Once again, there
were positive and negative findings that may more or less

interfere with in-home care. Therefore, the results
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revealed that more caregivers are positive and content

with the relationship they have with their DFM and it

supports caregivers" awareness of family relations.
Another pressing concern reported by respondents

involved the frequency of physical abuse that may

potentially affect the quality of care to the DFM. The
results found 55.2% of respondents never experienced

physical abuse by their disabled relative. On the other

hand a small percentage said physical abuse has occurred
at least twice a month. In essence,

the findings do not

support high levels of physical abuse, but the variable
revealed that physical abuse does happen among those who

care for individuals with a brain impairment.

Respondents said combative behaviors negatively

affect the quality of care being provided to a disabled

family member diagnosed with TBI. The outcomes revealed,
no matter what behaviors the DFM may present, caregivers

are aware of the increased demands to care for a

traumatic brain injured patient and are willing to
continue providing care in the home.
Several correlations between variables illustrated

large associations and strength in the results of this

study. For instance,

the correlation between the

60

caregivers7

"enjoyment in providing care77 and the "DFM7 s

combative behaviors that affect the quality of care77
related these two variables negatively but with medium
strength. In other words, the more a disabled family

member's behavior interferes and/or prevents quality
in-home care services,

the less a caregivers enjoys

providing care.
Another correlation revealed a positive connection

between being "sad and depressed about providing care,77
and feeling "I7d rather DFM be in a skilled nursing
facility." The data suggest that the more a caregiver

becomes sad and depressed about providing care to their
loved ones the more likely it is that the caregiver is

exhausted and would rather the DFM be in a skilled
nursing facility. This could also be viewed as the less

likely a caregiver experiences depression or sadness,

the

more likely they want their disabled relative to remain
in the home. The results also found 62.0% enjoy providing

care for their disabled loved ones, meaning, most
caregivers do not have an issue with providing long-term

in-home care to a DFM.
The association between respondents that experienced

"stress that causes attitude and behavior change77 and
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being overly burdened from providing long-term care was

found to be positive and strong. Therefore,

the more a

caregiver is stressed and overly burden from providing
care, the more likely their behavior and attitude may
change. This suggests caregivers are aware of their own

negative feelings or perceptions that interfered with the
quality and level of care given to the disabled person.

Sales

(2003)

identified caregiving burden as

multidimensional. These burdens were viewed as negative

characteristics that are common care demands

(p. 36).

Therefore, the findings support the research question

that specifies that there are dilemmas that affect

quality care.
In general, this study exemplified difficult
challenges that may potentially be viewed as having

negative consequences. A variety of valid reasons are

important to understand when individual decisions are
made about providing care to a DFM. The literature review
definitely supports this study because it examined the

crucial social issues involving caregiving among family
caregivers. Furthermore,

little is known about caregivers

who encounter demanding contributing factors in providing
long-term in home care.
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Limitations
This research encountered minimum limitations. One

of the limitations involved the sample size
Originally,

(n = 29).

the goal was to survey approximately fifty

participants that provide care to individual with

traumatic brain injury. However, due to the lack of
participants that responded, this study was expanded to

individuals who provided care to people with dementia or
other brain impairment diagnoses. The agency database

that was used to find participants for this study
apparently was outdated because numerous individuals

reported that their loved one had passed away or they

felt that the survey did not pertain to them. In
addition,

several individuals requested information on

how to obtain resource information and/or assistance to

speak with a social worker. Language barriers could have
also been a limitation because the survey questionnaire

was written in English only.
Another limitation was creating a questionnaire
instrument with measurable variables that would determine

greater familiarity with direct care services and
interventions among the surveyed population. The
self-report instrument should have emphasized more on
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in-home care services and some critical questions should
have been added to obtain factual data. Unfortunately,
this study also failed to discuss legal protection

matters affecting caregivers.
As a final point, there is a limitation in regards

to ethnicity, gender, and age. If this study had a more
diverse population, the outcome may have been different.
It is likely that different age groups and ethnic groups

may have generated a different set of associations in the
statistical analysis.

Recommendations for Social Work
Practice, Policy and Research
Although, some empirical research evidence has shown

that caregivers experience behavioral issues, care
difficulties,

and legal matters further research is vital

in order to bring awareness to the additional
contributing factors that affect caregivers' in-home

quality of care for a TBI recipient. The foregoing
statement raises concern for caregivers and TBI disabled

adults because interventions are sometimes seriously

needed to prevent a family crisis. The findings in this
research project revealed that social work practice

should implement more interventions and education for
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caregivers because of the nature of the burdens and legal

obligations that may interfere with the quality of care

being administered to disabled individuals. Advocates for
this social problem are valuable and needed at both micro
and macro levels, but more so, at the state and local
levels because legislators are the only parliament group

with the power and ability to initiate a change on an

existing caregiving policy.
The results of this study confirmed that a
combination of combative behaviors and unpleasant

caregiving experiences might cause a negative rapport and

emotional stressors for caregivers who provide long-term
in-home support. Therefore, recommendations for further
research should address policies that improve awareness

of caregivers' needs and challenges because the
government has the power to investigate critical issues

and change programs that may improve the way family

caregivers' perceive caregiving for a disabled relative.

Montgomery and Kosloski (2009) analyzed the diversity in
caregiving responsibilities and the dynamic nature of the
caregiving experience that require[s] more attention be

given to assess the specific needs of caregivers

(p. 52).

Further research should examine the systematic aspects
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pertaining to in-home care, the caregivers' overall
well-being, and experiences that might involve multiple

dilemmas in a family unit.

Conclusions
This research study introduced positive and negative

experiences involving in-home caregiving with adult
disabled family members and the experiences that primary

caregivers often encounter. The results showed that it is

imperative that action be taken in order to help improve
and solve problems that affect caregivers. Persons with

TBI require an enormous amount of attention and caregiver

duties involve numerous tasks. Adult caregivers who
administer care to a disabled family member diagnosed

with moderate-to-severe brain trauma should be concerned

about high risk factors such as burdens, challenges,
health, and psychological difficulties. Without a doubt,

there is an urgency to initiate change in societal views
about the way caregivers adjust their livelihood and

life-styles.
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QUESTIONNAIRE
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FAMILY CAREGIVERS OF ADULTS WITH BRAIN TRAUMA AND
LONG-TERM DISABILITY
Q1. Do
a)
b)
c)
d)
e)

you live with your disabled family member?
Strongly Agree (24 hours a day)
Agree (Less than 20 hours a week)
Neither Agree or Disagree (Less than 10 hours a week)
Disagree (Less than 5 hours a week)
Strongly Disagree (1 to 0 hours a week)

Q2. How would you rate your relationship with your disabled family member?
a) Excellent (Strongly Agree)
b) Good (Agree)
c) Average (Neither Agree or Disagree)
d) Bad (Disagree)
e) None (Strongly Disagree)
Q3. How long have you been providing care to your disabled family member?
a) Over 7 years (Strongly Agree)
b) 5 to 7 years (Agree)
c) 2 to 5 years (Neither Agree or Disagree)
d) 1 to 2 years (Disagree)
e) Less than a year (Strongly Disagree)
Q4. Normally, I enjoy providing care to my disabled family member.
a) Strongly Agree
b) Agree
c) Neither Agree or Disagree
d) Disagree
e) Strongly Disagree
Q5. While providing care, how much time to you spend communicating with
your disabled family member?
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never
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Q6. How often do you interact or do an activity with your disabled family
member?
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never

Q7. Normally, I often take time for myself.
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never
Q8. Usually, I am comfortable being around my disabled family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q9. Usually, I am able to be honest and open with my disabled family
member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q10. How often do you have the opportunity to experience fun activities in
your daily life?
a) All the time (Very Frequently)
b) A few moments (Frequently)
c) Time here and there (Occasionally)
d) Hardly ever (Rarely)
e) No time at all (Never)
Q11. Usually, I have some time for myself, while providing care to my disabled
family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q12. Usually, I have time to spend with extended family members and friends.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q13. How often do you receive assistance with caring for your disabled family
member?
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never
Q14.1 often have a difficult time getting my disabled family member to listen to
me.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q15. Most of my daily time consists of attending to my disabled family
member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q16.1 understand the responsibilities of providing care for my disabled
relative.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q17. Medical professionals thoroughly informed me about the condition and
care that pertains to my disabled family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q18. Usually, I often experience difficult challenges when providing care to my
disabled family member.
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never

Q19. At times, I am sad and depressed about providing care to my disabled
family member.
a) Very Frequently
b) Frequently
c) Occasionally
d) Rarely
e) Never
Q20. Usually, I am able to attend social events with friends and family.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q21. In the last 6 months, how many times have you attended a social event
(i.e. movies, theater play, ceremony, fundraiser, festivals, reunion, etc.?)
a) Very Frequently (Every week)
b) Frequently (Once a month)
c) Occasionally (Once every 2 or 3 months)
d) Rarely (Every 6 months or less)
e) Never
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Q22. Most of the time, I receive respect from my disabled family member, as
the caregiver.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q23.1 am exhausted from providing long-term in-home care to my disabled
family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q24.1 believe my disabled family member appreciates my assistance in
his/her care.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q25.1 enjoyed life better when I was not a caregiver.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q26.1 often feel guilty or ashamed of the way 1 treat my disabled family
member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q27. How often does your disabled family member use aggressive behavior
towards you?
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never

Q28 Sometimes 1 feel agitated when my disabled family member is demanding
and impatient.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q29. How often does your disabled family member make threatening
comments?
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never
Q30.1 often feel distraught or stressed when my disabled relative degrade my
character.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q31. Usually, my disabled family member mentally and emotionally abuses
me.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q32. At times, I experience physical abuse from my disabled family member
(i.e. hit, kick, spit, swing, or throw items at you, etc.).
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never
Q33. How often does your disabled family member act like the victim when
he/she is in the wrong?
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never
Q34. Normally, 1 feel overly burden and stressed from providing long-term care
to my disabled family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q35. How often does your disabled family member accuse you of being
abusive when you are providing care? (Such as when you groom, dress,
bath, feed, or transport etc.).
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never

Q36. Usually, my disabled family member’s combative (out of control)
behavior prevents me from providing quality care.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q37. Does your role as the caregiver affect your lifestyle (i.e. relationship,
family, health, job etc.?
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q38. Normally, when I am stressed my attitude and behavior change when 1
deal with my disabled family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q39.1 believe my health is in jeopardy from providing long-term care to my
disabled family member.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

040. How many times have you been falsely accused of committing abuse
upon your disabled family member, by the disabled family member?
a) Very Frequently (Every day)
b) Frequently (Once a week)
c) Occasionally (Approximately twice a month)
d) Rarely (Less than monthly)
e) Never
Q41.1 allow my disabled family member’s manipulative ways affect my ability
to function and continue care.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
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Q42.1 often wish my disabled relative were in a skilled nursing facility instead
of me providing in-home care.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q43.1 believe the government should provide better assistance and protection
for caregivers of mentally impaired family members.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Q44.1 would feel better providing care to my TBI relative, if I had legal
protection by the government in the case of false allegations.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree
Q45.1 believe caregivers should be formally educated about TBI patients’
behaviors prior to accepting responsibility as a primary caregiver.
a) Strongly Agree
b) Agree
c) Neither Disagree or Agree
d) Disagree
e) Strongly Disagree

Questionnaire Instrument created by La Shunda Z. West
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Optional Survey
Demographics

Additional survey questions for the purpose of demographics only.
Age range:
o 18-20
o 21-29
o 30-39
o 40-49
o 50-59
o 60 or older

Disabled TBI age range:
o 18-20
o 21-29
o 30-39
o 40-49
o 50-59
o 60 or older
Marital
o
o
o
o
o

Status:
Single
Married
Divorced
Separated
Widow

Race/ethnicity:
o White/Caucasian
o Black/African American
o American Indian or Alaskan Native
o Asian
o Native Hawaiian or other Pacific Islander
o Bi-racial

Relationship with the disabled person:
o Spouse
o Parent
o Sibling
o Extended relative (i. e., aunt, uncle, niece, nephew, grandparent, etc.)
o Friend
o Other (i. e., no relation, hired caregiver)

Gender:
o Male
o Female
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INFORMED CONSENT
The study in which you are being asked to participate is designed to investigate family
caregivers of disabled adults with traumatic brain injury (TBI) and the legal risk factors that
cause a decline in long-term, in-home care. This study is being conducted by La Shunda West
under the supervision of Dr. Rosemary McCaslin, Professor of Social Work, at California State
University, San Bernardino. This study has been approved by the School of Social Work
Sub-Committee of the Institutional Review Board, California State University, San Bernardino.

PURPOSE:

The purpose of this study is to identify difficult burdens, legal issues, and/or
psychological challenges that affect the caregiver’s quality of care and willingness to continue
long-term care in the home.

DESCRIPTION: In this study you will be asked to participate in a survey regarding your
experience and perception as a family caregiver of an adult disabled family member who has
psych-neurological behaviors and is diagnosed with TBI. There are no wrong or correct
answers.

PARTICIPATION: Your participation in this study is completely voluntary and you may refuse
to participate or withdraw from the study at any time. Your participation in this study will not
cause any penalties or hold you liable for your contribution in this study. There are no personal
benefits for participating in this study.
CONFIDENTIALITY OR ANONYMITY: Your participation in this study is strictly confidential
and anonymous. You are not required to divulge any information about your identity. No
name, personal information or signature is required. The answers on your questionnaire will
remain private and will not be shared with anyone other than the researcher of this study. The
information you disclosed will remain in a locked box and will only be used for the purpose of
collecting data.

DURATION: The expected duration to complete the questionnaire should take approximately
20 to 25 minutes to complete.
RISKS: There are no foreseeable risks or discomfort associated with this study.
BENEFITS: A possible benefit for participants in this study could be that the questions

may
peak ones’ interest and the need to seek advice or resources that may possibly provide you
with a better understanding about the research topic. In addition, you are eligible to enter a
raffle of a $25 gift certificate as a token of the researcher’s appreciation in participating in this
study.

CONTACT:

If you experience stress or complications from participating in this study or if you
have questions or concerns about this study, please contact Dr. Rosemary McCaslin,
Professor of Social Work at (909) 537-5507. You may also email Dr. McCaslin at:
rmccaslin@csusb.edu.

RESULTS: If you wish to obtain a copy of the results from this study, the results will be
available after June 2012. The Pfau Library at California State University, San Bernardino will
have a copy on file.
By placing a check mark in the box below, I have read and fully acknowledge the informed
consent, and that I understand the purpose and nature of this study. Therefore, I consent to
voluntarily participate in this study, and I acknowledge and admit that I am 18 years of age or
older.

Please check here, if you consent and understand.
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Today’s date:__________
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DEBRIEFING STATEMENT
Study of Caregivers of Traumatic Brain Injured Family Members

The study you have just completed was designed to investigate risk

factors of in-home care for family caregivers of disabled adults diagnosed with
traumatic brain injury. In this study, the researcher’s goal was to explore
informal and formal ethical risk factors that interfere with caregivers providing

in-home care to a mentally impaired family member who has a long-term

disability. The intent of this study was to investigate the correlation between
the caregiver’s experiences (of health issues, burnouts, morality issues, and/or

psychological factors) associated with the disabled adult’s mental and physical
condition.

Your participation was greatly appreciated for this study, and please be

advised not to discuss the contents of this research. If you have any questions
or concerns about the study, please contact the faculty supervisor Dr.
Rosemary McCaslin, Professor of Social Work at (909) 537-5507. You may
also email Dr. McCaslin at: rmccaslin@csusb.edu.

If you wish to obtain a copy of the results from this study, the results will

be available after June 2012. The Pfau Library at California State University,
San Bernardino will have a copy on file. Once again, thank you.
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